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Introduction {#s1}
============

Multiple sclerosis (MS) is a chronic debilitating disease which appears in young adults in the most productive period of their lives^[@R1]^ and 85% to 90% of patients are characterized with periods of worsening and improvement.^[@R2]^ This disease is the most common neurological disorder in humans and the most common disease leading to disability in young people.^[@R3]^ It is considered one of the most important life-changing diseases, because it damages the best time of the individuals' life and leads them gradually to inability.^[@R4]^

The number of patients in Iran has been announced 40000, which is on the rise; however, some people with this disease have still not been diagnosed.^[@R5]^ The prognosis of this disease is uncertain and the patients experience various physical and mental disorders that strongly influence their daily performance, social and family lives, functional independence, and individual planning for the future.^[@R6],[@R7],[@R8]^ The disease is also associated with negative consequences and emotional distress such as depression which the patients need to cope with.^[@R9]^

On the other hand, the cost of treatment for any patient with multiple sclerosis in Iran is estimated to be \$1,000 monthly^[@R10]^ and much of the costs is imposed on patients, together with physical and mental disabilities caused by the disease which require more coping with the disease.^[@R11]^

The patients, who suffer from chronic diseases such as multiple sclerosis, have numerous problems and having to deal with the disease is only one of them.^[@R12]^ Considering the specific problems of these patients, it is required that the way they cope with their disease ought to be in a way, or have characteristics that would help it work.

Coping with chronic illnesses is strongly associated with the quality of life due to biological, physical, psychological and social stresses they impose, and thus exert profound influences on individuals, their families and social interactions with the outside world.^[@R13]^ On the other hand, coping with disease facilitates the healing process by preventing further complications, increasing the effectiveness of patient care and family support, thus leading to better coping with the disease.^[@R14]^ From the perspective of patients, coping with chronic diseases such as multiple sclerosis is not also limited to a process; however it includes different stages and is often repeated.^[@R12]^ Therefore, the explanation of the features of coping with the disease based on the experiences of patients can be effective in the transfer from mere medical focus to using individual experiences for improving coping and the quality of life.^[@R15]^

Features of coping with diseases contain factors and characteristics that are frequently seen in patients who succeed in coping with the disease, and these characteristics can be a model for other peers in coping with the disease. The explanation and identification of these features using qualitative researches can enable health professionals and families to help patients foster their abilities in coping with the disease and enhance their quality of life. However, quantitative studies might fail to do so, as they might, in such cases, be incapable of creating rich data, which is often the result of deep understanding of the phenomenon. On the other hand, coping with the disease is a multidimensional concept,^[@R16]^ which could vary depending on the context and Soci-cultural factors as well as being affected by the differences within and across individuals.^[@R17]^ Furthermore, such issues might be coupled with certain problems which are peculiar to the Iranian context to further complicate the matter; Iranian patients with MS may not have easy access to the required medications, may lack support in terms of rehabilitation, treatment costs, etc., which are specific to the area of Iran.^[@R18]^ Achieving a better quality of life and also help achieve positive outcome. Therefore, this study adopted a qualitative approach to explore the features of coping with the disease in patients with multiple sclerosis.

Materials and methods {#s2}
=====================

This study is a qualitative research with conventional content analysis approach which was performed in 2015 in Iran MS Society at Tehran. In this approach, the codes classification were directly extracted from the interviews.^[@R19],[@R20]^ In this study, the categories were extracted irrespective of preconceived categories of data.

Eleven patients with multiple sclerosis participated in the study (6 women and 5 men). Patients were selected through purposive sampling, based on the willingness and ability to provide a rich experience. Data collection was continued until saturation which occurred when a new category and data did not appear. The inclusion criteria for the participants were a-having a definite diagnosis of multiple sclerosis disease by a neurologist, b-having the desire to participate in the study, and c- having the ability to express experiences, d- having at least two years of experience of MS. The data were collected through semi-structured and in-depth face to face interviews. Each interview lasted‏ on average 60 to 110 min. All interviews were conducted in a peaceful environment and with prior agreement of the participants. All Interviews were conducted in Iran MS Society at Tehran. The interviews began with the main questions "what does coping with the disease mean to you?" "What are the main features of a person who has been coping with their disease?" After each interview, the text was transcribed on a word file and the initial codes were extracted after several times of listening. Then, the sub-categories and categories were formed based on the similarities of the extracted codes. All patients were interviewed only once‏.

In analyzing the data, the Graneheim and Lund man models^[@R21]^ were used, with the following steps: a- transcribing the interview immediately after it was conducted, b- reading the entire text to understand its general content, c- determining units of meaning and initial codes, and d- classifying the initial codes in more comprehensive categories. To provide rigorous and reliable data, the researchers spent quite a long time in the field, collecting the data and analyzing the data collected. Recommendations of the associates and other specialized partners in this area were used to determine the categories. Coded interviews were returned to the participants to reach agreement among the researchers and participants in the research.

This study is part of a doctoral thesis approved by the ethics committee of Tehran University of Medical Science in Iran (Code of Ethics IR.Tums.Rec.1394.1171). Before data collection, the researchers obtained oral and written informed consents ensuring the confidentiality of the names of people, preserving privacy and emphasizing voluntary participation. The participants were informed of the purposes of the research, and provided with the researcher's contact information so that they could have their questions answered. All participants were assured of the confidentiality of the information.

Results {#s3}
=======

The mean age of the participants was 33.2, and the average dealing duration was 10.5 years. Based on the content analysis, four main categories were obtained including: 1- acceptance of the current situation 2- maintenance and development of human interactions 3- self-regulation and 4- self-efficacy. The categories were integrated in the heart of normal life maintenance in the presence of diseases. Each category contains several sub-categories that are listed in [figure 1](#F1){ref-type="fig"}.
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Accepting the current situation {#s3-1}
-------------------------------

This category includes subcategories of becoming normal, feeling satisfied with the existing status, ignoring the reactions of others, and accepting the fact rather than concealing it. Participants believed that accepting the current position along with accepting the realities of the disease, the chronic nature, treatment, complications of the disease are symptoms of coping with the disease. Additionally, the participants expressed that lack of response to others about the disease, lack of fear and shame about revealing the illness, coping in a simple and relaxed way with the disease, as well as being satisfied with the conditions can help to accept the position and cope with the disease. One of the participants about the satisfaction with the existing conditions said: "*I\'m happy with my condition. I have my job and also when the students come by, I talk with them about my abilities\...."* (Participant \#3, age 40, 11 years of disease experience).

The other participant, regarding the acceptance of the disease, stated: "*I think coping with the disease means that I accept my disease and not hide it from others*". (Participant \#5, age 29, 2 years of disease experience).

Maintenance and development of human interactions {#s3-2}
-------------------------------------------------

This category includes subcategory of maintenance and development of relationships with people, and making new meaningful connections and social interactions. Most participants thought of the maintenance and development of relationships with family members or other peers with MS joining and interacting in forums, especially in the MS Society as well as social interactions with other people with different ideas and religions, as features of coping with the disease. Patients also noted maintenance of the role and social relationships and having effective communications with people are the signs of coping with the disease. In this regard, one participant said:

"*I have maintained my relationships with other people like the past \.... The disease didn't affect my relationships with family and others*". (Participant \#2, age 31, 15 years of disease experience).

Another participant said: "*I am in touch with various MS associations in different cities and even some foreign countries. I read the trusted magazines of MS International Federation*". (Participant \#3, age 40, 11 years of disease experience).

Self-regulation {#s4}
===============

This category includes subcategories of regulation of the activities, changing the environmental conditions, seeking for knowledge, planning, and self-care, living at the present and demonstrating a desirable individual performance. Participants expressed that patients can cope with disease through self-regulation behaviors, including the modulation of activities and environments appropriate to their condition, having adequate knowledge about the disease and planning, adaption to their disease. Also from the perspective of the participants, seeking information about patients, making plans for the future, and enjoying the present moment, regardless of the disease and self-care indicate the coping with disease by the patient. A participant in this regard, said:

*"I have no problem with MS. I go climbing. Now I should have more time to rest. For example, if I previously worked 8 hours a day, now I work 6 hours a day, I do not let myself feel the fatigue".*(Participant \#3, age 40, 11 years of disease experience). A participant about finding information in the study, said: *"I read an article, and I became more open minded to the disease. I got to know the disease better\.... studies were very helpful".* (Participant \#1, age 32, 16 years of disease experience).

Regarding the planning for the future especially with the disease, a participant noted:*"despite the disease I only work, thinking about the future, and I plan to live. When I go to bed while I do not know whether I will be alive tomorrow or not, yet I do hope to stay alive\".* (Participant \#11, age 24, 4 years of disease experience).

As for the changes in environmental conditions another participant said *"in any environment I set my environment with the disease in mind, for example, to reduce fatigue, I take required equipment available\..."* (Participant \#6, age 29, 6 years of disease experience).

Self- Efficacy {#s4-1}
--------------

This category includes the subcategories of maintaining self-confidence, focusing on individual capabilities, hoping, trying to be useful and create employment. The participants believed that having a positive attitude and being full of energy, hoping for the future and a better tomorrow, trying to be effective for the community and proving the individual abilities in the presence of the disease symptoms in patients with MS are indicators of coping with the disease. A participant in this regard, said: *"I am always hoping for a better tomorrow. I hope that a cure will be discovered for multiple sclerosis\..."* (Participant \#10, age 46, 17 years of disease experience).

One of participants on the employment and efforts to benefit the community said: *"Thanks to God I was able to set up an employment workshop where was also selected as the top entrepreneurs\..."* (Participant \#11, age 24, 4 years of disease experience).

Regarding trying to be useful and to focus on individual capabilities, another participant also noted, *"Despite being bound to the wheelchair, I do my daily work independently. I buy the house requirements and I feel that I am effective\..."* (Participant \#10, age 46, 17 years of disease experience).

About the protection of the confidence a participant stated: *"when would you like me to take my wheelchair along to play soccer with you?"\... I even jokingly asked them when I could go to their houses to steal a wheelchair"*. (Participant \#4, age 27, 5 years of disease experience).

The concept of \"efforts to maintain normal life in the presence of the disease\" was extracted from the categories of accepting the current situation, maintenance and development of human interactions, self-regulation, and self-efficacy. The most important feature of coping with the disease in patients with multiple sclerosis is the efforts patients make to have a normal life in the same condition. Trying to focus their thoughts on their daily activities rather than the disease, and endeavoring to nurture hope and adopt a positive outlook about the future, the patients want to stand on their own feet and take care of their work independently.

Discussion {#s5}
==========

According to the results of this research, features of coping with multiple sclerosis were identified in four categories: accepting current situation, maintenance and development of human interactions, self-regulation and self-efficacy. The first feature of coping with the disease is accepting the current situation. From the perspective of the participants, the main feature of individuals coping with the disease is that patients accept the terms and conditions as they are. Acceptance of the disease can include cognitive acceptance (acceptance of its chronic nature, being incurable, the treatment and complications of the disease), emotional acceptance (with calm and confidence), and behavioral acceptance (conducting activities to protect personal goals). These findings are consistent with the results of Dennison et al., according to whom acceptance prognostic uncertainty is a key factor in coping of MS patients.^[@R22]^ Hwang et al., argues that the acceptance of disease diagnosis and carrying out the required performances for protection of health alongside having a positive vision are necessary to restore a sense of well-being and health.^[@R23]^ Studies in this area suggest

that if patients accept their disability and disease, then they accept themselves, they are more likely to be accepted by society. These studies also confirm that such patients are more likely to understand emotional support than discrimination and also have higher self-esteem and satisfaction with life.^[@R24],[@R25]^ Maintenance and development of human interactions is the second floor and feature of coping with the disease in MS patients.

Maintenance and development of personal and social human interactions means developing the communications with other people and to avoid the isolation of the same disease. These findings are consistent with Silverman et al., where participants mentioned social connections as facilitators and social limitations as barriers to resilience in people with multiple sclerosis.^[@R26]^ Based on the results obtained by Tangney et al., and Murray et al., interpersonal and social interactive relationships have positive impacts on the knowledge, confidence, social support, clinical outcomes, behavior, improving decision-making, and self-care.^[@R27],[@R28]^ According to the results of Irvine et al., also relationships with others, family, and friends is a big selling point in coping with the disease of patients and uncertainty of living with MS.^[@R9]^ On the other hand, the poor social interactions may lead to an increase in the use of avoidance coping strategies as well as depression and psychological distress in patients, thus leading to a mismatch between the person and the disease.^[@R29]^

The third floor obtained from the data was self-regulation which was mentioned as the features of coping with disease. Self-regulation includes the efforts by the patient in order to perform activities targeted at the disease. From the perspective of the participants carrying out the activities such as planning, living in the present, activities appropriate to the patient\'s condition, having a good individual performance, seeking information about the disease, and self-care are the symptoms of coping with MS. According to the results of this study, one of the subsets of self-regulation is seeking information about the disease. In the qualitative study by Ghafari et al., information seeking was considered as one the coping factors in MS patients, which is consistent with the findings of the present study.^[@R30]^ Also according to the findings of Fallahi-Khoshknab et al., knowledge deficit was one of the themes extracted in confronting with MS, which is also consistent with the findings of the present study.^[@R31]^

Another subset of the self-regulation was self- care. Studies indicate that following self-care activities not only improves the quality of life for individuals and families, but also play an important role in reducing health care costs associated with repeated

hospitalizations.^[@R32],[@R33]^ Jaarsma et al., notes adherence to self-care behaviors in patients with chronic diseases is very important and patients performing self-care can affect their comfort, functional ability, and disease process.^[@R34]^ The other subset of self- regulation was planning. Planning for the future is considered an important variable in the process of changing behavior. So that scheduling by patients is followed by promotion of self-care, independence and decision-making, and doing individual activities, which could improve the quality of life and thus lead to better coping of the patients with the disease.^[@R33]^

The other main category obtained through the data was the self- efficacy. Self- efficacy is beliefs of patients with MS about their ability to perform the desired functions for coping with the disease. From the perspective of patients, individuals' beliefs in their own strengths and abilities in disease management, and also trying to be useful, creating jobs, hoping and maintaining the confidence are the features of coping with the disease. Self-efficacy creates motivations directly through efficiency expectations and also influences the motivation of the patient through the perceived barriers or steadfastness to continue the commitment to follow-up plans of action.^[@R35]^ High self- efficacy increases the chances of success in active performance in the actual physical ability.^[@R36]^ While low self-efficacy is related to increased levels of stress, poorer responses to pain and less motivation to pursue programs related to health.^[@R37]^ For example, a subset of self- efficacy in this study was to preserve confidence. Lear month states that if a patient has no self-confidence in developing balance and abilities, it is unlikely that they can perform the actual activities appropriate to their ability and capacities. While a belief in individual abilities and strengths reinforces self-confidence, and the motivation of the patient and can lead to improved quality of life and coping with the disease.^[@R38]^

Coping with the disease is a multi-faceted phenomenon that not only patients but also community members and health personnel (physicians, nurses, specialists, psychologists, social workers, etc.) play important roles in the process of changing behaviors related to health and wellbeing in people. And since coping with the disease is inevitable in order to improve the quality of life, identifying the characteristics of compliance with the disease and using various educational approaches and therapists to help patients in order to have a normal life in the presence of the disease is necessary. The results of this study are limited to features consistent with the disease into the culture of Iran, so more studies are required to use more findings to be done in different cultures, as well as the small sample size in this study do not necessarily represent all patients with multiple sclerosis is not Iran.

Conclusion {#s6}
==========

Acceptance of the current position, maintenance and development of human interactions, self-regulation and self-efficacy are the features of patients coping with MS disease. Our findings suggest that effective interventions should be performed in order to strengthen the mentioned features in patients especially those recently diagnosed with the disease and patients with poor coping in order to help them cope with these conditions.
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